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Abstract
Background: There is a lack of research into suffering and what it means to the individual patient
with advanced cancer and its importance in end of life care.
Aims: To explore the concept of suffering and distress by eliciting what individual patients with
advanced cancer perceived as suffering and how they utilised their own resources to manage
suffering.
Method: A qualitative study design of focused narrative interviews analysed by thematic analysis
was conducted with a heterogeneous sample of 49 palliative day care patients.
Results: For those patients who perceived they were suffering, this study revealed a wide
spectrum of definitions which could be described within the following areas; the unavoidable and
avoidable suffering, physical and emotional suffering, suffering as loss and finally transformation
through suffering.
Conclusions: These findings provide important insight that broadens and enriches our
understanding into the concept of suffering and how patients utilise their resources, which may
have important implications for end of life care.
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Introduction
The alleviation of suﬀering is the central
goal of palliative care.1 Many authors have
deﬁned suﬀering – two deﬁnitions include;
‘experienced by persons, not merely by
bodies, and has its source in challenges
that threaten the intactness of the person
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as a complex social and psychological
entity’2 and a ‘state of severe distress, sub-
jective and unique to the individual, arising
from the perception of threat to one’s
integrity as a biologic, social, or psycho-
logical being’.1
Although pain and suﬀering have been
connected there is also evidence that they
exist independently.2–4 In a study of patients
with cancer,4 suﬀering was found to exist in
three dimensions – physical, psychological
and social. Physical suﬀering included fati-
gue, pain and side eﬀects of chemotherapy.
Psychological suﬀering most often included
depression and was related to the physical
changes resulting from disease and overall
debilitation as death became imminent.
These physical and psychological eﬀects
caused withdrawal and isolation, leading to
the third dimension, social suﬀering.
Daneault et al.5 studied the nature of suf-
fering in 26 terminally ill cancer patients and
again found three dimensions: physical,
psychological and social well-being.
Benedict6 in a study of patients with lung
cancer, found 63% reported moderate to
extreme level of suﬀering. The strongest
association was with physical symptoms
(60%) and the sources of greatest suﬀering
were disability, pain, anxiety, changed daily
activities and weakness/fatigue.
Baines and Norlander3 examined the
relationship between terminally ill hospice
patients’ pain and their physical, spiritual,
and personal or family suﬀering and found
that more patients experienced suﬀering
rather than pain. Data from this study
indicated that patients view pain and suﬀer-
ing as separate entities. Wilson et al.1 studied
suﬀering in people with advanced cancer
and found that almost half (49.3%) of
respondents did not consider themselves to
be suﬀering, with 25% feeling their suﬀering
was mild and a further 25% describing their
suﬀering as severe. In qualitative narratives,
physical problems accounted for approxi-
mately half (49.5%) of patient reports of
suﬀering, with psychological, existential and
social concerns accounting for less than
20%. They concluded that many patients
with advanced cancer do not consider them-
selves to be suﬀering; however, for those
who do, suﬀering is a multidimensional
experience related most strongly to physical
symptoms, but with contributions from
psychological distress, existential concerns
and social-relational worries. It is of note
that more than half of those who reported
moderate to extreme levels of suﬀering had
signiﬁcant depression or anxiety disorder.
The uncertainties that accompany a ter-
minal prognosis and subsequently an exist-
ential crisis often culminate in an adjustment
disorder with anxiety.7 Existential distress
has been viewed as a threat to the intactness
of a person2 and a consequence of a paucity
of life meaning.8
Hopelessness is associated with signiﬁ-
cant suﬀering, the desire to hasten death9
and suicide ideation; it’s related to loss of
purpose meaning or value in life and exist-
ential suﬀering, even more than depres-
sion.10 Based on this Kissane et al.11
describe the demoralisation syndrome, a
condition characterised by existential
distress, loss of meaning, hopelessness, help-
lessness and diﬃculty coping with life-
limiting illnesses.
The loss of dignity can frequently result
in suﬀering and a desire for hastened death.
However, only recently has the personal
sense of dignity been systematically studied.
A consistent model has now been devel-
oped.12–14 Terminal cancer patients often
associate their loss of dignity with feeling a
burden on others and the perception of
being treated with respect. Other factors
found to inﬂuence the decision to hasten
death are: issues with social support and
concerns about dependency on others.15,16
Therapeutic relationships centred on
focused on treating the person and not the
disease to help conserve or restore the
patient’s dignity through caring attitudes,
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behaviours and dialogue as described by
Chochinov.12
There is an also a breadth of literature on
the experience of living with a chronic
illness, including the impact on personal
and social identity.17–21 Much of this has
been strongly premised on an argument that
illnesses such as cancer disrupt the stories
that people tell about themselves. This pro-
cess constitutes a biographical disruption in
that our person narratives are seen as an
essential part our self-identity.22 From this
perspective, ‘Illness represents change and
therefore constitutes a potential threat to
maintenance of a coherent self’. In this way,
illness is seen as a disruptive event (p.179).23
To summarise the experience of suﬀering
varies, but much research has demonstrated
similar dimensions of suﬀering i.e. physical,
psychological, social and existential /spirit-
ual. Suﬀering is a subjective experience
unique to the person who experiences it.24
Most of the studies to date are quantitative
in orientation and have focused mainly on
the types of suﬀering rather than experiences
of it.24 All papers reported a lack of quali-
tative research into suﬀering and what it
means to the individual patient and its
importance in end of life care and decision-
making. Indeed, a recent paper called for
palliative care clinicians and researchers to
‘. . .Engage with the real issue: suﬀering and
its healing’.25 Given the brevity of qualitative
research in this ﬁeld, we report the ﬁndings
from the analysis of a series of 49 focused
narrative interviews with UK palliative care
patients which sought to explore their views
on the nature of suﬀering and what suﬀering
meant to them as individuals. Four research
questions underpinned this study:
(1) How do individual patients deﬁne and
make sense of suﬀering?
(2) What are the factors that inﬂuenced
patients’ perception of suﬀering?
(3) How were they able to manage their
own resources to manage this?
(4) To what extent do the above deﬁnitions
of suﬀering support the ﬁndings from
this study
Methods
Setting
The study was carried out in ﬁve hospice day
units in North West of England between 1
November 2009 and 20 December 2010.
This study received full ethical approval
from the National Research Ethics Service
(NRES) (Reference 09/H1017/95).
Participants
Patients with a diagnosis of advanced cancer
(deﬁned as advanced progressive disease)
attending palliative care services were eli-
gible to take part in the study. Those with
severe cognitive impairment or dysphasia at
recruitment (as judged by clinicians), under
18 years of age or with an insuﬃcient
understanding of the English language to
complete the measures or the intervention
were excluded from the study. Purposive
sampling was used to recruit participants to
the study to achieve maximum variation
with regards to socio-demographic and clin-
ical characteristics in order to identify core/
central experiences of suﬀering. The sample
size in this study was determined by the
theoretical saturation of the data. This
means that data collection ceased when no
new or relevant data seemed to emerge in
relation to a category or a theme. This
sampling technique is theoretically informed
and relevant to the research question. It also
minimises the possibility of bias from select-
ing a convenient sample.26
Procedure
Eligible patients were informed about the
study by the means of a letter. Patients who
agreed to be contacted by the researcher
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received detailed information about the
study and were asked to give written con-
sent. Patients recruited into the study were
invited to participate in a focussed narrative
interview. The location of the interview was
a venue convenient to the participant, usu-
ally the patients home or the palliative day
care centre. Demographic information
related to the sample including age, gender,
marital status, ethnicity, disease type and
whether depression and/or anxiety disorder
were present prior to the cancer diagnosis
were obtained from the patient or the
patients records. Information about attri-
tion and date of patient death was also
recorded. The researcher prompted the
patient to discuss perspectives on their
sense of ‘meaning’, regarding suﬀering and
their physical, psychological and spiritual
well-being. In contrast to semi-structured
interviews where the researcher follows an
interview guide the emphasis was on allow-
ing the patient to tell their story. The prompt
guide (Table 1) was developed from the
literature and was non-prescriptive.
In reality, patients did not require many
prompts and talked extensively with little
interruption from the interviewers. Patients
were encouraged to share what they believed
was the main factor for their suﬀering and to
share what resources they themselves had
employed in addition to what support they
may have received. The pace, sequencing and
duration of the interview was dependent on
the patient. Patients were made aware that
they could stop the interview at any time (or
take breaks) if they felt tired or distressed.
Any patient who became distressed (or had
distressing symptoms) was referred onto the
day care nurse and followed up andmanaged
according to clinical practice and a concerns
form was completed by the researcher. The
researchers carrying out the interviews were
trained in qualitative interviewing tech-
niques and digital recordings were moni-
tored and listened to by the chief investigator
to ensure consistency and rigour.
Analysis
The qualitative narrative interviews were
analysed to determine factors in concept of
suﬀering and distress. All interviews were
digitally-recorded, anonymised and tran-
scribed verbatim and included hesitations,
‘ums’ and ‘ers’ and repetitions. The tran-
scripts were analysed using thematic ana-
lysis27 and this was continued in parallel
with data collection, to identify factors that
inﬂuenced patients’ perception of suﬀering
and how they themselves were able to utilise
their own resources to manage this. All
transcriptions were coded thematically
using NVivo 7 Qualitative analysis software.
The thematic categories were labelled using
descriptive terms. An analytic matrix was
created and searches were made for simila-
rities and diﬀerences among participants’
interpretations of the events in their lives.
Comparisons were made both within and
across cases. The majority of themes were
emergent in the narratives provided by the
participants, although others were driven by
prompts. Narrative summaries were written
for each participant. Following initial
coding of the interviews, selected major
themes were examined by two members of
the research team independently. The two
interpretations of the data were similar, with
themes being identiﬁed by both the research-
ers and chief investigator developed and
tested the analysis by regular discussion in
order that the data met the accepted criteria
for trustworthiness of qualitative analysis.
These subthemes were discussed, developed
and organised according to how the partici-
pants identiﬁed suﬀering.
Results
Demographics
Forty-nine patients attending palliative day
care services were recruited into the study.
Mean age was 65.8 years (age range 31–89
years) and 28% were male. The most
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common cancer diagnoses were breast
cancer (24%), colorectal cancer (16%) and
lung cancer (22%). The ECOG performance
status of 75% of patients was one or two.
Thirty-seven percent of patients had been
diagnosed with depression or an anxiety
related disorder before the cancer diagnosis.
Ten patients (20.4%) died within 3 months
of recruitment: the median survival of
patients was 58.5 days (range 10–262 days).
Of the patients interviewed, 98% described
themselves as White British and 58% were
married.
Generated themes
One overall theme and three subthemes
emerged from this study and suﬀering held
a number of diﬀerent meanings for partici-
pants. These interpretations determined
what suﬀering meant to them as individuals,
how they perceived suﬀering had changed
them as individuals and how it related to
other feelings and emotions. While we have
presented them as discrete themes they were
interrelated.
The unavoidable and avoidable suffering. For
some patients suﬀering was a normal part
of everyday life, experienced by everyone at
some point and the suﬀering experienced in
terminal illness was an unavoidable part of
that process. This perspective appears to be
primarily driven by the uncontrollable
givens in life–death and perpetual change.
For some, having a terminal illness served as
a ‘momento mori’, a sharp reminder of
mortality which in turn triggered suﬀering.
Others felt suﬀering existed independent of
having a terminal illness, which in itself did
not add to ones perceived suﬀering.
Everyone suﬀers, whether it’s from cancer
or relationships. . . everyone suﬀers. . .. So
why should we be any diﬀerent?. . .I see it
as the norm. . ..Everyone – if you look into
their life – they’ve got something that
causes them pain. . .. whether it’s physical
pain or emotional pain, they’ve got
something. . ..And it’s suﬀering! (female,
31 years, cancer of the breast)
Cleary, there were those that felt that
suﬀering could be eased or even avoided if
the right decisions were made and that
mental strength was a means to prevent
suﬀering. Others denied experiencing any
suﬀering at all. These experiences may be
related to anticipatory grief prior to the
Table 1. Prompts guide for focused narrative interviews.
 What aspects of your life are most important to you?
 Has having cancer changed how you think about your life?
 Some people have told us they find it hard to make sense of what has happened
to them – that they feel it’s not fair, or they ask why me? Why now?
 Is this important to you?
 Is hope important for you? What do you hope for?
 Has this changed since you found out about the cancer?
 In an overall general sense, do you feel you are suffering?
 If you tried to explain to someone your suffering – could you describe it?
 What has helped to reduce your suffering?
 What resources have you drawn upon to cope with your suffering
 How did you cope with difficult times in your life before you had cancer?
 Has having cancer changed how you cope with things in your life?
 Does faith or spirituality play a part in your life? In what way?
 Can you tell me more about that?
Ellis et al. 5
 by guest on February 25, 2015chi.sagepub.comDownloaded from 
impeding loss or even a rehearsal of death
itself.
I’m not suﬀering no I don’t feel that I’ve
ever suﬀered. Mental uh mental strength is
a lot to do with me. I’ve got a lot of
fortitude you know in that way like I said
to you it’s coming frommy family and how
I’ve been brought up you get on with
things you. I was talking to an aunt
yesterday she’s 80 she had a bad fall and
she’s lucky she’s not broke anything, ‘I’m
alright’ she says ‘I’ll be ok in a couple of
weeks’. (male, 53 years, cancer of the
prostate)
Cos I’m not ill. I suppose I’m not as
physically. . . I’m not doing as much
because I would always walk E (dog)
myself but now 9 times out of 10M (son)
or R (husband) will do it. Umm I do go to
my yoga once a week but I don’t do as
much as I did before. (female, 63 years,
cancer of the ovary)
Physical and emotional suffering. Physical and
emotional suﬀering appeared to be linked
both avoidable and unavoidable suﬀering.
The relationships between physical and
emotional suﬀering often held important
meaning as to the origin, process and mean-
ing of suﬀering for participants. Some
respondents diﬀerentiated between physical
and emotional suﬀering. For those who
perceived themselves as solely suﬀering
physically, this manifested in physical pain
without any emotional components. This
kind of suﬀering often manifested itself in
physical pain and limitation of movement.
I mean I can honestly say that I’m not
really suﬀering because I take things as a
prevention rather than waiting until I’ve
got something and then taking.. I can hold
it at bay so I don’t suﬀer really. . .. . ... Well
if I do suﬀer at all it’s more of a physical
thing really. .. No I’m quite sort of placid.
People might argue against that but I think
I am (laughs). (male, 46 years, cancer of the
oesophagus)
Well I‘m not in any great pain. . ..So, I ﬁnd
that hard to answer. . .. . . if I was suﬀering
with pain of discomfort like that, erh then
I‘d say I was suﬀering. But I‘m not suﬀer-
ing. . .. To me it’s just physical. (female, 83
years, cancer of the lung)
I suppose there’s diﬀerent ‘what’s the
names ‘of suﬀering. . ..suﬀering that you
hurt and suﬀering that you don’t hurt
um. . ..or let’s say suﬀering where you’re
in a lot of pain and suﬀering where you’re
suﬀering but you’re not in pain. (female 72
years colon cancer)
Others had a more global view of suﬀer-
ing, some referring to pain in its broadest
sense. Some participants described physical
suﬀering as being disease speciﬁc. Only
those who had had the disease had the
ability to really understand the nature of
this suﬀering, both physical and mental.
They think that they’re the same as you-
they don’t understand either mentally or
physically and always said when I had
breast cancer when I was ill the ﬁrst time,
people were always saying ‘oh yes I know
what you mean’. . ..they don’t know. . ..like
somebody. . . I know what I mean by
cancer but I don’t know what anybody
means that’s had a stroke. (female 46 years
cancer of the breast)
Suffering as loss. Suﬀering as loss also
appeared to be associated with unavoidable
suﬀering. Being faced with death was
expressed by many as the ultimate manifest-
ation of suﬀering as this encompasses suf-
fering as both emotional and physical loss:
that to suﬀer through loss was to anticipate
the loss of the one you love.
...Umm I just feel sometimes you know
the hurt that I’ve given to my husband and
the boys. Umm. . . and they’re going to
have to cope afterwards. . ..That’s what
hurts the most. (female, 43 years, cancer
of stomach)
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For some, it was sensing a loved one’s
emotional pain that represented the ultimate
loss. In turn, this brought about profound
sadness and guilt culminating in ruining
normal attachments and expectations in
relationships.
Umm well yeah if I was in a lot of pain
deﬁnitely if umm. . .seeing my family suﬀer
looking at me .. not being able to be in
control of my own destiny . I suppose it’s
true now anyway but it’s a bit in the future
hopefully. (female, 63 years, cancer of the
breast)
Suﬀering for me. . .. . .. its leaving the kids
behind. (female, 31 years, cancer of the
breast)
I have suﬀering to a certain extent, because
of this, but I’m also suﬀering in my heart
because of my family. (female, 31 years,
breast cancer)
However, for some their religious beliefs
and values brought a sense of comfort and
hopefulness for the future.
I work hard at trying to be a decent person
umm I really do believe in God and I’m not
frightened of dying. . . I’ve said well you
know ‘Save me a place there I’ll be there
sooner than you think’ sort of thing but
umm you know I feel as though I’m going
to see all those people again .. you know
that I’ll be saving a place for R (husband) ..
I get emotional talking about these sorts of
things. (female, 63 years, cancer of the
breast)
For some participants the loss was a
perceived as a disruption to normal physical
functioning e.g. not being to complete ones
normal activities of daily living.
um. . .yeah. . .yeah, it is. . .[long pause],
yeah cos it. . .it holds you back, you know
um. . .physically and. . ..and emotionally
um. . .. but I. . .I’m. . .I mean I’m getting
used to it now. . .. like um. . ..it is. . ..um. . .
it’s diﬃcult coming to terms with the fact
that you can’t do some of the things you
were doing before. Well initially I thought
about it (suﬀering) being. . .extreme
stress. . .through terminal illness but. . . it’s
anything really that. . .that stops you from
feeling as though your life is normal I
suppose. (female, 58 years, cancer of the
breast)
For some the loss of normal functioning
became a threat to their dignity and inde-
pendence. A number of participants
described this in the context of family. One
participant identiﬁed situations of feeling
like a burden on them.
I’ve always been able, independent, always.
I ﬁnd it awfully diﬃcult not to be inde-
pendent. . ...to ask people to do anything. I
always have a vase of ﬂowers on. . ..now I
can’t empty the water with bowls of ﬂowers
because I can’t carry it from the living
room to the kitchen. So I always have to
ask a carer to take it in for me. I’ll rinse it
out, um strip the ﬂowers, you know, make
them fresh and that and then the next carer
comes in, I have two a day. . .. she’ll bring it
back in for me. I ﬁnd that awfully frustrat-
ing. (female, 66 years, cancer of colon)
. . . well the fact that for example I am not
able to work for myself and earn some
income well obviously that one it aﬀects
anybody who doesn’t like to be dependant.
If you could help it you would like to be
independent work for yourself earn your
own living honestly and uh here and there
help make a contribution to society that
your mind tells you is worth making but I
am totally dependent on society. But I say I
have to accept it because there is no option.
(male, 61 years, cancer of prostate)
Moreover, decreased normal functioning
appeared to aﬀect the sense of personal
value subsequently further decreasing self-
worth and in some, bringing about a sense of
total hopelessness causing a deep loss in an
existential context.
If there’s no hope for you and they’ve said
that they can’t do anything for you, then I
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don’t think you should suﬀer too much;
just let somebody put you to sleep. (male,
61 years, cancer of colon)
Transformation through suffering. Transforma-
tion through suﬀering was again linked to
unavoidable suﬀering. For some partici-
pants the experience of suﬀering was trans-
formative, an event that altered their view
on self or how they viewed the world in a
fundamental way. For many this transform-
ation was spiritual in nature, enabling them
to discover their very deepest essence of
being. To this end, spirituality became a lens
though which a person could understand
and live with his/her own suﬀering, the
outcome of which was to develop a more
coherent self and sense of meaning. For
some the transformation was approached
through a more religious transcendence.
I haven’t gone to church. I did think about
it when I ﬁrst came out of hospital. I did
think about going to church but the
stronger I got the more it went into the
background. . ...but I must admit I have
prayed to God to thank him for being
here. . .. . .. . .No I wasn’t religious before, I
mean we’ve been at Christmas and things,
go to weddings and things but I wouldn’t
say we were religious but I certainly have
thanked him since I’ve been home. (male,
66 years, cancer of lung)
Discussion
In this qualitative study, using focused nar-
rative interviews, we explored the nature of
suﬀering and what suﬀering meant to them
as individuals in 49 palliative care patients,
many of whom were in the last few weeks
and months of life. The analysis revealed
that for many patients although clearly
unwell and close to death, there did not
appear to be a sense that they were suﬀering.
Although this ﬁnding is comparable with a
recent study,1 it is in contrast to earlier
ones.3,6,28,29 For those patients who per-
ceived they were suﬀering, this study
revealed a wide spectrum of interrelated
deﬁnitions which could be described within
the following areas; the unavoidable and
avoidable suﬀering, physical and emotional
suﬀering, suﬀering as loss and ﬁnally trans-
formation through suﬀering, which appear
to compliment the two deﬁnitions of suﬀer-
ings outlined in this paper. These interpret-
ations were context-bound and determined
what suﬀering meant to them as individuals,
how they perceived suﬀering had changed
them and how it related to other feelings and
emotions. This is in contrast to much of the
suﬀering literature which is essentially quan-
titative and reductionist in nature in that it
seeks to establish some sort casual connec-
tion between the diﬀerent dimensions of
suﬀering.
For some respondents in this study, suf-
fering appeared to be a normal part of
everyday life and unavoidable such as pain
being part of everybody’s life and things
change.30 To an extent, this view of suﬀering
may reﬂect people’s religious beliefs as some
faiths (e.g. Christian and Buddhists) con-
sider suﬀering an inevitable component of
human life and both discern potential pur-
pose within suﬀering. Suﬀering can be taken
on or ‘oﬀered up’ for the sake of others in
distress. In both traditions, suﬀering can
serve to free the person from the imperfec-
tion of human existence, providing a means
of coming to God in heaven or of achieving
enlightenment.4
Having a terminal illness was also a
reminder of mortality, which triggered suf-
fering. Yet some felt that suﬀering could be
eased and even avoided if the right decisions
were made and mental strength was
expressed as a means to prevent suﬀering.
For those who perceived themselves as
solely suﬀering physically, this manifested
in physical pain without any emotional
components. This was comparable with
those studies that view pain and suﬀering
8 Chronic Illness 0(0)
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as separate entities.3 A few participants
deﬁned physical suﬀering as being disease-
speciﬁc and added that only those with
cancer would understand. To our know-
ledge, this has not been noted in other
studies which have explored suﬀering.
Being faced with death was expressed as
the ultimate manifestation of suﬀering as
this encompasses suﬀering as both emo-
tional and physical loss. The emotional
loss was perceived to encompass a loss of
control of destiny, loss of a future, antici-
pating and feeling the loss family and friends
would experience, worrying how they would
cope afterwards, leaving and feeling the
projected loss of their own children and
loved ones, and also the sensing of their
emotional pain. Apart from the actual pain,
the physical loss was perceived as losing the
ability to complete normal daily activities,
hence a disruption to normal physical func-
tioning. This could be conceptualised as a
biographically disruptive event, functioning
as a mode for explaining pain and suﬀering.
Individuals who experience a biologically
disruptive event sense further loss as they
strategically withdraw from social inter-
action.31 Subsequently, losing the ability to
function or continue in their usual roles,
which disrupts the way they see themselves
and then self-congruence is also lost2,32 as
reﬂected in this study.
Our analysis also revealed how loss of
normal functioning became a threat to dig-
nity and independence for some patients,
which resulted in perceptions of being a
burden on family and carers, ultimately
undermining the value of life itself since
dignity is seen as indivisible from a person’s
core being or essence.16 Moreover,
decreased normal functioning appears to
aﬀect the sense of personal value subse-
quently further deceasing personal value
and in some bring about a sense of total
hopelessness in an existential context.
Additionally, the uncertainties that accom-
pany a terminal prognosis and subsequently
an existential crisis often culminate in an
adjustment disorder with anxiety.7
Such ﬁndings are important: an investi-
gation into the dignity model revealed that
patients with a sense of diminished dignity
were most likely to experience and symptom
distress, decreased quality of life, heightened
dependency needs, loss of will to live,
increased desire for death, depression hope-
lessness and anxiety.14 Results from others
indicate that participant who report feel
depressed and those whose physical health
status deteriorates to such a degree that they
are dependent on caregivers for support may
be the most vulnerable to a loss of dignity.33
Absolute hopelessness where life has no
intrinsic meaning or value can lead to a
mood of despair at a perceived pointlessness
of existence, which Schopenhauer referred
to as ‘Passive Nihilism’34 – the separating of
oneself of will and desire in order to reduce
suﬀering. Only one respondent in our study
stated if there was no hope, then let some-
body ‘Put you to sleep’, in other words
wanting to hasten death. This supports
previous ﬁndings stating that hopelessness
and loss of control are associated with a
heightened interest in death-hastening meas-
ures.9,10,16,29 Although it may be argued that
there is a relationship between suﬀering
from severe pain and the desire for hastened
death in patients with advanced cancer, pain
has not been found to be an independent
cause.9 Interestingly, a recent Chinese
study35 found that for many patients pain
served as a critical reminder that they were
still living, although this was not something
that was reﬂected in our ﬁndings. An
explanation for this may be that as this
was a Chinese study this particular ﬁnding
may be associated with the beliefs and values
within that particular culture. Studies have
also shown that suﬀering with severe pain
correlates signiﬁcantly with depression and/
or anxiety36 and is coupled with hopeless-
ness and loss of control. It also follows that
there is a correlation between the terminally
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ill patients’ strong desire to hasten death,
and depression, symptom severity and
hopelessness.9
A transformation through suﬀering, pre-
dominantly spiritual in nature, led to greater
and deeper understanding of themselves
providing a spiritual view enabling ability
to cope, understand and accept suﬀering,
and a more lucid self and sense of meaning.
For some patients, this developed into a
more religious transformation. It could be
argued that this subtheme supports the
ﬁndings that although not all patients are
religious, most (if not all) are spiritual. In
some cases, this involved acceptance of a
smaller sphere of personal control through
which to act. Accepting a smaller sphere may
be a useful coping strategy in that it minim-
ises concerns and maximises ability to act
within the new smaller sphere. In turn, this
raises important questions as to how con-
tinuity of care impacts on patient experience.
Such ﬁndings may be important when
examining suﬀering in the clinical context.
Psychologists have acknowledged this trans-
formation and have termed it ‘post-trau-
matic-growth’ (PTG).37 PTG typically
features a change in general perception,
self-perception and attitude to life, including
philosophical/spiritual changes.38 Patients
who experienced traumatic live events such
as having cancer were interviewed by
Tedeschi and Calhoun37 who found that
many respondents dealing with trauma
gained a ‘powerful spur’ for personal
growth, which was not just a case of adjust-
ing or coping but they underwent positive life
changes and gained new inner strength. They
predominantly developed a more spiritual
attitude and a deeper level of awareness.
Transformation appeared to be brought
about by a sequence of events whereby
their previous values were thrown into ques-
tion and life ceased to have any meaning: a
time of spiritual searching followed by new
spiritual principles to live by and ﬁnally
entered a phase of spiritual integration as
they applied these new principles. Our ﬁnd-
ings would tend to support this.
Strengths and limitations
We believe this study is not only the largest
UK qualitative study but it is also one of the
few that explores suﬀering and what suﬀer-
ing means to individual patients and its
importance in end of life care and decision-
making, which are keys strengths of this
study. This study also included a wide age
range of patients and the median survival of
patients was 58 days. All patients were
recruited into this study from hospice day
units where holistic care is the norm and
attention is paid to the physical, psycho-
logical and social determinants of suﬀering.
It could therefore be argued that suﬀering
for patients participating within this study
was already being addressed by virtue of fact
they were attending a hospice. The ﬁndings
of the study may have revealed a greater
sense of suﬀering if patients had been
recruited from other settings e.g. primary
care, hospital or care homes. The lack of
ethnic diversity in our sample limits the
extent to which the ﬁndings can be general-
ised with a markedly diﬀerent racial and
ethnic composition. Therefore, further
research with a more diverse group of
participants, from diﬀerent settings, is
required to explore these factors more fully.
Implications for practice
The ﬁndings have a number of implications
for practice which are outlined below:
. It is important to consider the whole
person, rather than the narrow aspects
such as physical symptoms, manifest-
ations of distress or spiritual concerns as
this is critical to understand suﬀering.
Consequently, interventions to alleviate
suﬀering require an integral view of the
person’s experience.
10 Chronic Illness 0(0)
 by guest on February 25, 2015chi.sagepub.comDownloaded from 
. Given that suﬀering is dynamic in nature
and a subjective experience, the ﬁndings
from this study support the need for
frequent and tailored assessment of the
patient (and family’s needs) and per-
ceived threats. Additionally, physical,
psychological social and spiritual issues
should be identiﬁed and attended to.
. Clinicians should not only consider the
presence of a problem but also the mean-
ing given by individual patients at a
particular point in time.
Conclusions
This study reveals that the concept of
suﬀering is much more complex that many
other studies would suggest. Crucially, some
participants seem to experience transform-
ation through suﬀering and through this
transformation, many of the coping skills
evolved, such as; gaining a more spiritual
perception of life, which in turn gave more
meaning and acceptance to life, self and
suﬀering. It is imperative therefore that
holistic care is oﬀered to all patients with
life-limiting disease and that patients are
also given opportunities to express their
feelings regarding suﬀering. True holistic
care may not be able to palliate all the
components of suﬀering; however, allowing
the patients the space and time to verbalise
and possibly make sense of their situation
can allow patients to feel supported, valued
and retain their sense of dignity.
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